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ABSTRACT 

This newsletter issue provides rehabilitation 
professionals with various information pieces concerning consumer 
leadership in supported employment of people with disabilities. 
First, a chart lists five questions concerning self advocacy and 
supported employment, and provides consumer responses to the 
questions. A second item describes participatory action research at 
the Rehabilitation Research and Training Center on Supported 
Employment (Virginia), especially consumer monitoring of supported 
employment and development of the Vocational Integration Index. Other 
items are a list of principles of communication from a consumer 
perspective, a list of 10 consumer rights related to self advocacy 
issues, and guidelines for professionals working with constituents to 
facilitate self advocacy. (DB) 



'^ Reproductions supplied by EDRS are* the best that can be made '* 
- from the original document. ''' 
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Consumer Leadership in Supported Ennpioyment 



There are hundreds of 
thousands of people with a 
variety of disabilities who 
are speaking for them- 
selves. They are voicing 
tlieir concerns and needs; 
and, yes, even angers and 
frustrations at a society 
which has forgotten them. 
With the advent of con- 
sumer rights, greater em- 
phasis on the individual's 
involvement in planning 
and decision making, and 
the passage of the Ameri- 
cans with Disabilities Act 
(ADA); many profession* 
als, consumers, and fami- 
lies are wondering what 
this means for supported 
employment. Are ADA 
and supported employment 
compatible? Do consumer 
advocates and Centers for 
Independent Living have 
issues with supported em- 
ployment programs? In short, how does the welcomed trend toward 
consumer involvement relate to supported employment? We at 
Virginia Commonwealth University's Rehabilitation Research and 
Training Center on Supported Employment have asked ourselves 
these very questions and find the two directions highly consistent 
and parallel with the mutual goal of inclusiveness arxl integration 
into the community. 

It may be beneficial to go back in time and take a look at how 
supported employment began. That is, take a look at how and why 
supported employment emerged as a service alternative for people 
with disabilities. As we have said on numerous occasions, a new 
concept does not arise unless there is a need for it. Supported 
, employment emerged, because there were thousands upon thousands 
.^'of people with severe mental disabilities who were viewed as 
^ incapable of working by most service providers and, for that matter, 
advocates. Their options in life were to be in day programs, adult 
activity centers, sheltered workshops, to stay at home, or, perhaps, 
even live in institutions* In the mid to late 19" r's, a number of 
professionals began to experiment with different ways of providing 
* U ^rvices. The reason for this experimentation was prunarily to meet 
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going to work for the first time. 



a need The need was for 
people to realize competi- 
tive employment, eam a 
decent wage, and have an 
opportunity to develop a 
real work history. 

Supported employment 
was developed to give 
consumers choices in the 
labor force. This service 
model focuses on consumer 
interest and provides an 
oppoitunity for irKiividuals 
to identify a job, specify 
the woridng conditions, 
determine the wage level, 
select the job location, and 
decide the hours that they 
wiU work. With 72,000 
people currently employed 
using supported employ- 
ment, it is clear that more 
aiKi more individuals with 
severe disabilities are as- 
serting their rights and 



Supported employment will not succeed without consumer 
involvement. Supported employ^nent programs cannot be effective 
and will not flourish without consumer and family participation, 
support, involvement, aiMl a willingness to take the necessary risks 
that are inherent in any competitive employment position. The early 
consumers that entered the work force in the late 1970*s ^tk! eariy 
1980's were pioneers. They took the risk of losing their safe spots 
in adult day programs to enter competitive employment. In most 
states, there were limited support systems to help replace them if 
they failed. 

The roots of supported employment are deeply entwined in 
consumer interests, choice, and inclusion. These roots are what has 
made supported employment one of tlie most popular and sustainable 
programs in the United States even in the face of one of the more 
severe recessions that this country has seen. We hope that you find 
useful the information provided in this newsletter on some of the 
issues related to consumer leadership in supported employment. 



Paul Wehman, Director RRTC 
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Consumers Speak Out 





Dear Reader: 1 

We are a group of individuals working on our self-advocacy skills. It is our hope that the 1 
information provided in this table will be helpful to a broad group of individuals. In addition, we 1 
hope that professionals will work with us to eliminate the barriers and facilitate the self-advocacy 1 
process. 1 

Rhonda Genny James Tasha | 


Interview Questions | 


Consumers Talk About Self Advocacv and 1 
SupDorted Employment 1 


1. What does the word 
advocacy mean to you? 


Self-advocacy means stining up things a iittie bit to get what is rightfully 1 
yours. Go to people who will suppoit you and have knowledge about a 1 
situation. We then can ban together tc educate the people who do not have 1 
the awareness that we have. 1 


2. What advice would 
you give to a person 
interested in supported 
empioyment services? 


Don*t be a£raid to express your opinions and ask questions! I got so excited 1 
about finally having a job that J didn't question what an enclave was or what 1 
"piece woik" meant Be sure you understand what is tu^)penin;{ and advocate 1 
for the best possible job! 1 


3. What advice would 
you give iO pruieaaMun- 
als to ensure consumer 
involvement in sup- 
ported employment? 


Communication is the key issue. Know your consumers and make sure you 1 
don't make any major decisions without their consent. Individuals should 1 
guide the process, and the professionals should facilitate and give informa- 1 
tion that will enable the individual tc make a good decision. 1 

Gain a more holistic view of the person and an appreciation for us as 1 
individuals. A better knowledge of a person's likes and dislikes will make it 1 
easier for you to provide incentives and avoid unsatisfying experiences. 1 
Interacting with us outside of the job or rehabilitation setting such as going 1 
out for a meal, movie, sporting event, or visiting at home is a valuable way 1 
of establishing a stronger rapport and learning about the total person. 1 


4. How have you benefit- 
ted from supported 
employment? 


I've really changed. I've gotten more responsibility arxi people look up to 1 
me. I used to be really shy, but now I help out my coworkers. At first, I 1 
thought people would treat me like a charity case but nol If you make a 1 
mistake, you krK>w straight up. 1 

Supported employment has really given nie self-respect. Now I can do things 1 
for myself and feel like I am contributing rather than always having someone 1 
take care of me. I've also gained alot of Mends ii^luding my employmerK 1 
specialist and all the coworkers on my jobsite. 1 


5. What do you see as the 
"roadblocks" to self- 
advocacy in supported 
employment? 


So much red tape that it is hard to get anything done. The process is often 1 
slow aixi people get burned out from having to fight all the time. I also think 1 
that consumers do not utKlerstand or know their rights or entitlements. 1 

The biggest roadblock is diat people widi disabilities don't see themselves as 1 
equals or that what they do can make a difference. Attitude plays a key rote 1 
in removing barriers I know diat I am just like anybody else. I just happen 1 
to use a wheelchair. 1 
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Participatory Action Research 



Participatory Action Research at the 
Rehabilitation Research and Training Center 
on Supported Employment 

Tbe words applied research can conjure up a picture of a group 
of researchers working isolated in ttieir "ivory towers." These experts 
design a study or project, gather data, interpret fiiKiings, and write 
up results complete with a set of recommendations for a target group 
of individuals. Recently, the Virginia Commonwealth University's 
Rehabilitation Research arxl Training Center on Supported 
Employment(VCU-RRTC) has focused its efforts on an alternative 
research strategy known as Participatory Action Research (PAR). 
Using the premise of PAR, persons with disabilities actively 
participate with VCU-RRTC staff members to plan and complete 
cooperative research projects. Consumers are now dynamically 
involved ir identifying possible research topics, cotKiucting research 
interviews and observations, and presenting results. 

VCU-RRTC's use of Participatory Action Research has already 
had a tremendous positive effect on the Center's research program. 
First, coHiSumer involvement has affected our choice of research 
studies. Some potential research topics have been rejected ard others 
selected because persons with disabilities felt that they were 
potentially more relevant to their immediate needs. Second, we feel 
direct consumer involvement has shortened the time it takes to 
translate research results into information that is useful to persons 
with disabilities arxi service providers. The following two examples 
will demonstrate how VCU-RRTC is using PAR to incorporate 
persons with disabilities as active members of its research team. 

Consumer Monitoring of Supported Employment 

The Consumer Satisfaction Survey is an instrument 
developed by and for individuals with disabilities. The purpose of the 
instrument is to provide consumers, their families, aiui advocates 
with a tool that can be used to evaluate a worker's supported 
employment situation as well as give important feedback to direct 
service providers. The questions on the survey focus on assessing 
an individual's satisfaction with supported employment services and 
evaluating his/her degree of choice throughout the supported 
employment process. 

The items included on the consumer satisfaction survey were 
identified by individuals with disabilities who are currently working 
or who have previously received supported employment services. A 
Consumer Focus Group was formed by 10 individuals with a 
disability including mental retardation, mental illness, brain injury, 
mental illness, cerebral paisy, or other physical disabilities. Tlie 
participants identifird the major issues in supported employment, the 
barriers, aixi the issues related to quality service implementation. A 
validation study to assess the revised instrument's validity and 
reliability currently is urxlerway. The survey will be administered by 
personal interview to 120 irxlividuals across several disability areas 
to evaluate its effectiveness at measuring job satisfaction, service 
Q tion, and consumer empowciment in supported employment. 



Benefits of The Consumer Satisfaction Survey 

A tool for consumers, family members, and 
advocates to 

# monitor supported employment; 

# provide direct input for service delivery and 
program development; 

# plan vocational goals, make informed choices, arxi 
evaluate career opportunities. 

An instrument for program directors, direct 
service providers, and policy makers to 

# evaluate tbe quality and effectiveness of supported 
employment services from the per^)ective of its 
paxtidpants. 



The Vocational Integration Index; 
A Guide for Rehabilitation Professionals, 
Special Educators^ and Consumers 

The guiding philosophy behiixl supported employment has been 
the belief that iixiividuals with severe disabilities can and should be 
working in regular community businesses alongside nonfaandicapped 
coworkers. The Vocational Integration Index is the first inLtrument 
designed to assess how integrated supported employment consumers 
are in their employment situati'^.is and was developed with the 
assistance of individuals with disabilities. The IrKiex provides 
consumers, family members, supported employment personnel, 
rehabilitation counselors, and educators with an easy-to-use tool. It 
will help make job placement decisions that are compatible with an 
individual's personal and social interests and preferences. The Index 
which can be purchased through Andover Publishers has been 
statistically validated and found to be a sensitive and reliable 
instrument. 



Benefits of the Vocational Integration Index 

Provides consumers with a iool for comparing 
employment situations and choosing jobs that are 
rewarding and personally satisfying. 

> Provides direct service personr>el with stringent criteria 
for assessing vocational integration c^portunities during 
job development, placement, and follow-along. 

> Provides consumers, families, advocates, program 
managers, direct service providers, arxi policy makers 
with a guide for determining the effectiveness and 
quality of a supported employment program. 
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Consumers Speak Out 



The Art of Communication 
_ by Liz Perry- Varner 

I am a consumer and a finn believer in consumer empowerment. 
The Qisi step in the empowerment pnx^ess is feeling comfortable 
with your own disability. Until we reach some level of comfort with 
who we are, we will not be able to make anyone else feel 
comfortable, especially those who are not consimiets. A beginning 
point for reaching this level of comfort and ultimate empowemient 
begins with language. The foilowiag are some important points 
related to the an of communicating. 



(inidinu Priiitiplcs 



• We are individuals first and foremost. 

• As individuals, we have unique abilities, 
likes, dislikes, and characteristics. 

• View us in a holistic way, as a person 
who happens to have a disability as well 
as many other abilities. 

• We rarely suffer from our disabilities, 
nor are we handicapped or disabled. 

• Disabilities can be handicapping, but 
people are never handicapped. 

• We must put a stop to the use of self- 
depreciating language and encourage 
others to do the same. 

• Labels can be much more debilitating 
than the disabilities themselves! 

Remember ! 

As long as it is thought that we are inferior or that our disabilities 
arc contagious, language will be abused. After we educate ourselves, 
we must begin to educate people without disabilities. 
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Keys to Consumer Empowerment 



by Ed Turner 



What are the keys to a successful consumer 


empowerment movement? 


• 


Effective Leaders 




Good CommunicatioD 


• 


A Purpose for Being 


• 


A Solid Funding Base 



Commitment, unselfishness, and strong motivation arc 
qualities every effective leader should possess in order to inspire the 
organization to achieve its goals and purposes. Good leadership 
must involve lue membership in the decision-making process so the 
whole organization will have an investment in all decisions. 
Decisions made by a select few breed distrust and may lead to 
apathy among the general membership. Periodic surveys of the 
general membership are helpful in sustaining interest and enables the 
leadership to assess the feelings of their members on issues being 
addressed by the organization. 

Communication is a vital link between an organization's 
leadeiship and individual members. A newsletter sent to the local 
organizations on a frequent basis, or regular phone calls made to 
presidents of local chapters are essential in keeping information 
flowing in both directions. Keeping local chapters apprised of state 
level activities atKi keeping up on local concerns build a cohesive 
consumer movement. 

A solid funding base is necessary, because it determines 
how frequent written communication can be sent out to the 
membership or if reimbursement can be offered to members 
traveling to meetings. What type of funding base should be sought 
is another big issue to be settled. Grants, though solid for a short 
time, can limit advocacy efforts if the organization disagrees with its 
source of grant fiinds. The old hesitance of "being careful not to bite 
the harKi that feeds you" can prevent using effective advocacy 
techniques. Also, another drawback to grant funding is that these 
funds can only be used to carry out the purpose of the grant. Using 
dues to build a solid funding base is unrealistic when 75% of your 
membership is on fixed itKomes. However, members need to be 
encouraged to pay their fair share, because this will measure their 
commitment to the organization. 
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You Have Rights! 



Hi! My name is Victor Hall and I woik for an ARC in 
North Carolina as the Self Advocacy Coordinator. I became 
interested in self advocacy issues about five years ago when I got 
tired of how I and other persons with disabilities were being treated 
in our society. Now I think that I have one of the best jobs aroundl 
I get to travel and temind people with disabilities that they have 
choices. The goal of my job is to suppoit individuals as they work 
to become self-advocates. I hope that you will take the time to 
disseminate the following list with people who might be interested. 

YOU HAVE RIGHTS! 

1. You are a PERSON, AN individual, a CITIZEN. 

You are not a client, resident, or patient. 

2. You have a right to make choices about things 
that matter in your life (where you work, live, 
and recreate). 



3, You have the right to say NO. 

4. You have the right to ask questions and get 
answers from people who are paid to serve you. 

5, You have the right to work and get paid a fair 
wage. 

6. You have a right to community employment. 
?• You have the right to develop relationships. 

8. You have the right to influence the law. 

9. You have a right to be part of the community. 

10. You HAVE THE RIGHT TO CONTROL WHAT 
HAPPENS IN YOUR LIFE. 



My Dream Job 



FiU in the blank... 




Who made the following stati|||fip 

1. I want to woric in sports. 

2. I want to make money doing something I enjoy. 



These were the remarks made by a group of sdfHlescribed 
supported employment consamer adrocates* 



3. I want to be my own boss. 



I want a career that has room for advancement. 



I want to select my own employment situation. 



I want to own my own business. 



Ten self-advocates volunteered to assist the Virginia Commonwealth University Rehabilitation Research and Training Center on Supported 
Employment to identify the issues facing consumers in suppoited employment services. It is the hope of all group membets that persons with 
disabilities are afforded the same employment oppominities as any individual widi the same qualifkatioos. Emirfoyens, family members* 
^hf^bilitatioa profsssionals, and the geoend public must begin to urxlerstaod that we offer resources to business, industry, and government 
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Working With Constituents 



For the past two years, the Virginia Department of 
Rehabilitative Services (DRS) has emphasized worldog with 
constituents to define a vision of the future and to enhance current 
services and paitnerships. In a poem by Robert Frost, an individual 
must choose from two possible paths knowing that tiie choice will 
make ail the difference. Similarly, the choice to broadly define 
"Stakeholders" in the department's activities and to seek their 
comssel and involvement has made a great difference in our approach 
to issues and opportunities. 

Choosing the Path 

It has long been my view that enhanced employment and 
independence for penons with disabilities will require rehabilitation 
agencies to seek paitnerships with consumers, business and industry, 
local communities, and the ever diversifying non-profit sectw. This 
requires considerable outreach, listenings and communication. For 
DRS, creating the Action Agenda was the first step along this path. 

Every person in the azcncy had he opportunity to frame the 
department's future regarding improved client focused service 
delivery. The Action agenda envisions enhanced coordination and 
sharing of talents within the agency and joining with other 
organizations to develop teams and comprehensive services. Staff 
training, performance expectations, and the agency's organizational 
structure have been refoctiscd to support this direction. 

Involving Stakeholders 

The Department's approach to involving stakeholders is intended 
to encourage both public and private commitment to consumer 
choice, equality of opportunity, and enhanced ser^ces. These goals 
can be achieved by building a firm foundation at a deliberate and 
persistent pace. It takes time for diverse groups to recognize 
common goals and needs and for trust to emerge. 

As individuals woric toward specific purposes, trust and 
teamwoik may develop. DRS, for example, has included 
stakeholders on recniitment panels for key departmental positiotis. 
Groups such as the Head Injury Council and Employment Service 
Organizations have participated with DRS staff in defining processes 
and structures for current and future activities. 

In addition, Major projects have been developed and 
implemented through highly coUaboiative efforts. For instance, the 
Virginia Assistive Technology Systems project operates under a 
federal grant designed to make assistive technology more accessible 
and affordable statewide. A council composed of consumers, 
providers, and staff of state agencies, participate fully in the 
development of every major initiative. 

Pathways to Progress 

Success will occur only if a joint vision of the fiiture is 
O jloped and shared by persons with disabilities, public policy 

^ BEST copy AVAIUBIi 



makers, employers, and others in the public and private sectors. 
This can form the basis for effective coalitions for advocacy, 
development of new opportunities, and coordinated services. The 
impact of stakeholder involvement is limited only by imagination 
and the willingness to move forward. 



Susan L. Urofsky, Commissioner 
Virginia Department of Rehabilitative Services 



The Professional's Role in 
Facilitating Self-Advocacy 

1. Realize that all people have the right to 
make choices. 

2. Get to know people with dinbiiittes as 
individuals. 

3« Speak oat against the'labeMng ofuy pers^ 

4. Ask qnestions and Bsten cai tfc%H» be sore 
that, you understand what is bemg 
communicated. 

5. Encourage individuals to set goals. 

6. Propose options for decision making rather 
than giving your persoiial opinion. 

7. Know both federal and state laws that 
prohibit discrimination against persons with 
disabilities. 

8. Participate in the information gathering 
process to determine if there are bws or 
policies applying to a specific advocacy 
situation and suggest procedures for 
resolving or appealing a decision. 

9. Encourage individuals to define a problem 
and delineate facts, feelings, and major and 
minor issues. 

10. Assist in determining expectations and 
sources of support 



Symposium Update 




You Don't Want to Miss Our National Symposium on 

Supported Employment 



What's New? 

# Meet with participants of supported employment services. 

# View the latest innovations in assistive technology. 

# Hear the most recent information on supported employment 
across all disability areas. 

# Participate in topical forums on consumer/professional 
partnerships. 

# Meet international leaders in supported employment. 

# Hear Ed Roberts present the key-note address. 

# Learn how to TAKE leadership in your community. 

# Enjoy a variety of evening entertainment. 

# Cruise Norfolk Waterside or visit the Beach. 



Remember!! 



October 14-16, 1992 
RRTC/VCU 
Symposium on 
Supported 
Employment 



Meet at Norfolk 
Waterside in Virginia 
to find out tlie latest 
information on 
Supported Employment. 



Pat Brown-Glover, Symposium Coordinator 
Phone: (804) 367-1851 
TDD: (804)367-2494 
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Look for a Registration Packet in the Mail. See you in October!! 



Virginia Commonwealth University 
Rehabilitation Research and Training Center 
on Supported Employment 

The Virginia Commonwealth University Rehabilitation 
Research and Training Center on Supported Employment, fiioded in 
1988 by the National Institute on Disability and Rehabilitation 
Research, provides research, training, and leadership on stipported 
employment for citizens with developmental and other severe 
disabilities. Research at the RRTC focuses on supported 
employment policy analysis, program implementation at the systems 
and consumer level, and program evaluation issues. The RRTC 
provides training for rehabilitation counselors, program managers, 
employment specialists, consumers, educators, employers, parents, 
and other persons interested in supported employment. 

For further infomiation write to VCU-RRTC, VCU Box 
2011. Richmond, VA 23284-2011. Specific information regarding 
this newsletter should be addressed to Ms. Katherine Inge at this 
same address. Funding for this publication is provided by the U.S. 
Department of Education, Grant # H-i33B80052-9l. 
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Training Mat^riflls 

Audiotapes are now available for the Rehabilitation 
Coun>clor Desk Top Guide ($14,95) and the Supported 
Employment Services for Individuals with Traumatic Brain 
Injury ($15.95). 

SET NET video libnu7 offers videotapes of telecasts on 
a wide variety of supported employment topics. Guests 
presenters include over 50 national experts. If you are 
interested in any of these RRTC products, please contact 
Ten Blankenship at (804) 367-1851. 

NEW 

L.ife Beyond the Classroom: Transition Strategies for Young 



Adults with Disabilities 
by Paul Wehman 



Available through: 



Paul Brookes Publishing Company 
P.O. Box 10645 
Baltimore, Maryland 
(Available 8/92) 



Vocational Integration Index 
by Wendy Parent, John Kregel, Paul Wehman 



Available through: 



Andover Medical Publishers 
125 Main Street 
Reading, MA 01867 
(AvaUable 4/92) 
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